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| like comng to the YAl conference, not only to neet old
friends and make new ones, but al so because it offers the chance
to think aloud with thoughtful people about issues that affect
Feople with disabilities. | amnot a clinician, and ny job
argely consists of observing what is going on, listening to
people in the field, and trﬁlng to understand practice
sufficiently to i nfluence the direction of public policy.

Today, 1'd like to think aloud with you about closing nental
retardation institutions, about the | essons | think we have
| earned and how they affect or should affect the role that each
of us play in the devel opnent and execution of a policy to close

i nstitutions.

Since the dark days of WI I owbrook, both New York and the
rest of the country have conme to learn that no one really bel ongs
in an institution. W have developed in this state and in this
nati on a body of experience that teaches that people with al
forns and natures and severity of disabilities can be supported
and assisted to live in the community, and that they generally
benefit from such an opti on.

The | essons have been powerful, the evidence persuasive and
a growi ng band of converts now believes that institutions are
obsol ete or rapidly becom ng so. A novenent which began with a
smal |l group of parents, professionals and advocates chal | engi ng
t he conventional w sdom and practice has becone the conventi onal
wi sdom and practice, enbraced by the major professional
organi zations, parent groups, advocacy prograns, and officials in
the | eqgislative, executive and judicial branches of governnent.
And it sounds as if the story should have a happy ending, with
this broad alliance opening the doors of institutions and
restoring freedomto their inhabitants,

But wait. There are warning signs of trouble ahead. The
famliar tension between conscience and conveni ence, about which
David Rothman has witten, is raising its ugly head.

The experiences which formour conscience teach us that nmany
of the same things that we value in our own lives are of value in
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the lives of people with disabilities: where we choose to |ive
and wi th whom how we choose to spend our waki ng hours; the
opportunity to formpersonal relationships wth others of our
choi ce, and so on. W have seen these experiences at work in
many parts of the country as imagi native parents and

prof essional s worked with people with disabilities to create
personal support systens to enable themto live their lives as
t hey choose. It has not always been easy but we know how to do
it an ge know that the effort has enriched the lives of al

i nvol ved.

V¢ have also learned that it's not always conveni ent and
it's usually not fast. And conveni ence, as we know, is a
powerful force. The 19th century refornmers who cl osed the poor
houses and al ns houses and replaced themw th the institution
| ater | earned that the denmands of conveni ence soon overwhel nmed
t he needs of inhabitants and al | oned w et ched abuses to
proliferate.

Today's reformof closing institutions is also caught in the
same di chotony between consci ence and conveni ence, and | i kew se
ri sks overl ooking the needs and desires of inhabitants in the rush
to execute the energing public policy. There is added risk fromthe
growi ng financial troubles sweeping the state and nat i on.

States across the country are westling with staggering budget
deficits. In New York, it's $6 billion, or approximately 10%of the
budget. In California, it's $12 billion, or 23%of the budget. In
Connecticut, it's over 30%of the budget. Inthis clinmate, it is
tenpting to enbrace closing institutions as good fiscal policy.

Per haps we've all done too good a job of selling the cost -

ef fectiveness of conmmunity-based care and sold |egislators and
fiscal officials primarily on that value. W' ve done less well in
teaching and selling the underlying val ues of choice, integration
and i ndependence, whi ch nake communi ty-based ' services a good
policy option.

The unfortunate | esson that fiscal policy nakers seemto have
learned is to close institutions and cl ose themquickly, and to | ook
for economes of scale in the devel opnent of |arge comunity
resi dences of standard size and even |larger day progranms. The
policy to close institutions risks being driven by perceived fiscal
I nperatives alone, and while the objectives may |ook the sane and
sound the same, they have rather different consequences for the
peopl e being affected. As in nmany areas of |ife, how one defines
the task is critical

y to close an increasingly expensive

If the task is sinp
d fixing up an old building, any means that

institution or to avoi



acconpl i shes that goal nay be suitable. W' ve had sone of that
type of devel opnent, with | arge prototype houses qui ckly erected
in clusters to replace dilapidated institutional buildings.

The results are invariably and unquestionably an i nprovenent
over what they replace. But once the task of quickly building
t hese 12-bed houses was nastered, the denands of conveni ence
readi |y adopted the | esson that if these prototypes could be
replicated, the whol e process of institutional closure could be
accel erated. Learning howto performan emergency task began to
shape what policy ought to be.

In short order, the demands of conveni ence and effici ency
produced a public policy that has resulted in a proliferation of
12- bed residences all over the state, to the virtual exclusion of
other residential options. W seemto be approaching a policy
much like Henry Ford's in producing the Mbdel T: "Any col or you
want, as long as it's black."

| have no professional or clinical training in mental
retardation, but it seens to defy common sense that all of the
hundreds of people now living in institutions and the hundreds
and t housands now | iving at home, who nmay one day require a
residential placenent, all need and want a 12-bed resi dence!

"Onhe size fits all"™ is a poor policy for selling pantyhose.
Does it work any better in determning the housi ng needs of
people with nental retardati on? What happened to the
individualization that we all fought to have required by | aw —
renenber the "I" in IHP, IEP, IWRP? Dd we replace it with a "U'
for uniforn? What happened to nornalization? The recent census
data indicates that the average household in Arerica has 2.6
people. Wiat is it about being mentally retarded that nakes
adults want to live in groups of 12? How do clinical
prof essional s justify such recomrendati ons?

| have had the opportunity to visit many of these residences
and neet the residents and staff. | have been struck by two
consi stent coomments | have heard front those who |ive and work
there, and fromsone famlies: (1) they are generally better,
nore pl easant and confortable than the institutions they repl ace;
and (2) they are too large to provide the individualization and
personal attention needed. My own observation could readily
confirmthe validity of the first opinion but | wondered why
staff who fornmerly worked in large and crowded institutiona
war ds woul d now conpl ai n about the size of community resi dences
that were smaller than the wards they repl aced.

| have slowy cone to understand that the staff's own
expectations for the | evel of personalization needed has been



changing with the nove to the community, and their presence in
}he comunity often serves to accentuate how separate they are
romit.

The huge nodern houses with w de driveways,
parking lots and | arge garbage dunpsters don't fit in
very well.

The vans they use to transport the residents,
usually in groups, nmark themas effectively as the
agency nanes that once were enbl azoned in bold letters
on their sides.

The staff's own interaction wth neighbors and the
community is alnost as limted as that of the
resi dents.

It has occurred to me that, although many of us fought for
the renmoval of stigmatizing signs in front of community
residences and on their vehicles, the proliferation of these
| arge prototypes of community residences in nei ghborhoods across
the state is nmaking themas distinctive and unm stakable as if
they had a trademark orange roof or gol den arches.

The |l essons of the limtations of this type of comunity
devel oprent are being taught daily, but those who are | earning on
the front lines have little influence on the course of public
policy. | have been inpressed by the al nost invariabl e opinion
of staff who have |ived and worked in these facilities that their
residents could |ive nore i ndependently and nore as individual s
in smaller settings. Their opinions are confirmed by | evel of
care studies that consistently conclude that a sizable proportion
of the residents of these |arge residences require |ess
restrictive living environments. And, ironically, at the sane
time as so nuch of this devel opnent of |arge residences is
occurring, other inaginative "pilot projects" are bei ng devel oped
to denmonstrate yet again that people with conplex disabilities
can live normal lives if only we make the effort to |l et them have
that choice. Wiile these "pilots" are conpleted and eval uated w th
fiscal crunbs fromthe table, the bul k of the avail abl e funds
will continue to support the devel opment of 12 bed resi dences at
an accelerated pace to facilitate the closure of institutions.
Wy nust each closing institution repeat the process that others,
who have al ready gone through it, have concl uded was a m st ake?
What gives us the right to ignore the | essons ot hers have
| earned at the high cost of opportunities |lost for a generation
of people with disabilities?

Al'l too often policy decisions are made wi thout a ful
appreciation that closing institutions is not an end in itself.



The streets of every city in Anerica are testinony to the
barrenness of that policy. dCosing institutions is good policy
only if it opens the door to real possibilities of a normal |ife,
w th genui ne choices and opportunities. It nmust offer nore than
a chance to ride the sane van to be segregated with different
people in different places. -.

But it won't as long as we permt each institution targeted
for closure to studiously refuse to learn and apply the | essons
experience has taught and is teaching us. If the conveni ence of
the nmonment allows us to discard the accunul ated wi sdom which | ed
to laws requiring individualization, choice, normalization, we
will act in haste and perhaps neet the deadlines of the nonent,

3ut spend the lifetinmes of our clients repenting what we have
one.

In a very real way, the challenge and opportunity of closing
institutions forces us to confront the question: for whose
benefit are we doing this?

If we believe we are acting in the interests of the
residents of the institution, don't reason and comobn sense
suggest that we be solicitous of their needs and preferences and
pl an t he devel opnent of services around the individual? Wien
spoke here last year, | asked you to think about how the
evol ution of conmunity services would be different if people with
disabilities were directly allocated the noney that now goes to
provi ders on their behal f. How nany people receiving 30, 40 or 50
t housand doll ars per year would choose to buy a bed in an |ICF and

live with 10 or 12 other adults and a staff they have no voice in
choosi ng?

When pl anni ng proceeds fromthe top down, with pre-
det erm ned nodels of service identified uniformy and before
i ndi vi dual needs and choice are considered, it is equally
apparent that closing institutions is designed primarily to
protect interests other than those of the residents.

The point of this discussion is not to criticize people who
believe they are planning the closure of institutions with fiscal
guns pointed at their heads. Rather, it is to raise the question
about the ethical obligations of all of us who understand both the
chal | enges and the opportunities to be advocates for making
choices available to the people we serve. It is a question of
consi derabl e i nportance because whether there is choice and how
it is exercised often depends heavily upon the advocacy of staff
who are closest to the resident, and upon the values clinical and
adm nistrative | eaders in provider agencies bring to their jobs.
What is our obligation to apply the | essons we have | earned as
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consuners, parents, providers, professionals, advocates, and
governnent officials in influencing the course of public policy?

Do we silently acqui esce to the investnent of public funds
in the devel opment of prograns and services that nay |limt rather
t han enhance options for people with disabilities for the next
25-30 years? Are we obliged to do only that which is conveni ent
and whi ch we know how to do? If we don't nake our voices heard,
who will? And when?

| hope you will think about these questions and act on the
concl usions you reach. WIlliam S oan Coffin's words about
fighting evil are relevant here in thinking about what we ought
to do about a bad public policy. W rnust fight evil for two

reasons, he said. To change it. And to prevent it from changing
us.

Thank you.



